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Abstract
Purpose - The purpose of this paper is to provide a commentary on "Older carers of 
people with learning disabilities: their experiences with local authority assessment 
processes and personnel" written by Rachel Forrester-Jones.
Design/methodology/approach - The commentary considers the experiences of 
older carers in the context of research, legislative and policy changes over the last 30+ 
years.
Findings - The needs of older carers of adults with learning disabilities are well 
recognised within the (limited) literature. Less attention has been given to practical 
strategies to identify and support such carers or to their broader family context.
Originality/value - This commentary highlights that assessors carrying out carers' 
needs assessments should consider whether adults with learning disabilities are 
providing care to their older relative. The recognition of possible mutual or reciprocal 
care needs to be acknowledged and appropriate support offered.
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The advent of the Care Act 2014 was significant as it extended both the duties of local 
authorities and enhanced the rights of carers. Local authorities have a responsibility to 
assess the needs of carers where there is the ‘appearance of need’ regardless (at that 
stage) of eligibility. Local authorities must consider the impact caring has on the 
individual, as well as the wishes of the carer. The numbers of carers are rising [Office 
for National Statistics, 2019) and, whilst caregiving can be a fulfilling and rewarding 
role, for many people it is stressful, isolating, and lonely.
This commentary draws upon Rachel Forrester-Jones’ paper on the experiences of 
older carers of people with learning disabilities, to offer a discussion regarding older 
carers, noting as it does the potential for reciprocal or mutual care between the adult 
with a learning disability and their older (usually parent) carer.  The paper shines a 
light on the needs of older carers of adults with learning disabilities and discusses ways 
of organising social care. 
Despite the advent of the Care Act and the cross-government Carers Action Plan 
(Department of Health and Social Care, 2018) which aimed to strengthen the policy 
commitment for carer support by including as particular aims the specific identification 
of older carers, as well as carers of people with dementia (Hothersall and Gant, 2021), 
older carers still remain an under-recognised group. This remains something of a 
concern, as their contribution to caring and the struggles they faced were made visible 
in the 1980s (see for example Grant, 1986, and Seltzer & Krauss, 1989) at a time when 
societal recognition of informal family carers of people with a range of diagnoses and 
needs became more evident.
In 2010, I was researching and writing about issues related to older parent carers 
(Gant, 2010) and noted then how many older parents of adults with learning disabilities 
were unwilling to self-identify as carers and were unclear about the availability of 
support. A decade later it appears little has changed (Larkin et al., 2020), despite 
carers now being seen as a service user group in their own right (Clements, 2012). 
Many carers still resist contact with services and, by not self-identifying as such, may 
miss out on targeted services to support them.
The number of carers continues to grow, with a recent estimate suggesting that there 
were more than 2 million unpaid/informal family carers in the UK aged 65 or over - with 
approximately 40,000 of these being over the age of 80 (Carers UK, 2019). This is 
noteworthy, as the ‘peak’ age-range for caregiving is between 50-64 years. It is 
therefore evident that this extended and often lifelong experience of caring is that 
which differentiates most carers of adults with learning disabilities from carers more 
generally. The protracted provision of emotional, practical, physical, and financial 
support, along with the associated impact on one’s physical and mental health are key 
elements of these caring relationships and, therefore, features that should be routinely 
considered as key indicators of eligibility for services (Carers UK, 2020; Walker and 
Ward, 2013).
Whilst the research reported in Forrester-Jones’ paper was carried out prior to the 
global pandemic, the impact of Covid-19 has seen an additional 4.5 million people 
begin caring, increasing the estimated number of carers from 9.1 million to 13.6 million 
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(Carers UK, 2020). Clearly, the effects of Covid-19 and national ‘lockdowns’ are highly 
significant in the lives of all carers, but for older carers of adults with learning disabilities 
the challenges are perhaps magnified and intensified. With many day centres closed 
and support activities curtailed or ended, the expectation and the pressures are placed 
on family carers to further support their relatives. With limitations on opportunities for 
everyone to receive support and with changes and disruption to routines it is 
particularly difficult for adults with learning disabilities and their carers to sustain their 
quality of life. Recent findings from Mencap (https://www.mencap.org.uk/press-
release/i-am-only-human-and-if-i-cannot-get-break-then-i-will-break-myself-eight-
months-first) highlighted that 63% of people with a learning disability had their social 
care package reduced or stopped during the second lockdown and that 71% of family 
carers reported they had little choice but to continue to increase the amount of care 
and support they themselves offered.
The proportion of older carers is rapidly growing due to a range of factors, not least the 
increased longevity experienced by many adults with learning disabilities as compared 
to previous decades. Living longer in an increasingly ageing population, adults with 
learning disabilities are now surviving into old age in significant numbers.  Figures from 
Emerson and Hatton (2011) suggest that by 2030 there will be a 14% increase in the 
number of adults aged 50+ and a 164% increase in the number of adults aged 80+ 
using social care services for people with learning disabilities (rising from 1,900 in 2011 
to 5,000 in 2030). 
This increased longevity, combined with the reality that the majority of people with 
learning disabilities live with their families, means that there are many ‘older families’ 
in existence, each facing a unique set of circumstances. Such facts need to be taken 
seriously by health and social care planners and policy makers alike as the growing 
population of older carers supporting adults with learning disabilities are more likely to 
be at risk of ‘caregiver burden’ (Egan and Dalton, 2019), stress and exhaustion. 
Consequently, they may soon become unable to provide care, creating a significant 
challenge for social care services which appears to be going unnoticed. Additionally, 
the negative impact on older carers under these conditions also increases the support 
required to meet their additional health needs - a ‘Catch-22’ of our own making, 
perhaps.
The relationship between adults with learning disabilities and their carers is complex, 
multi-faceted and impossible to generalize. What is obvious though is the 
discrimination faced by ‘older’ families who are subject to a potential double jeopardy 
of ageist and disablist discrimination and oppression. As has been reported, people 
with learning disabilities continue to be discriminated against, both implicitly and 
explicitly (see Gant and Hothersall, 2021; Malli et al., 2018). A snapshot of an ‘ordinary 
life’ of an adult with a learning disability makes for grim reading, with people more likely 
to be lonely (Gilmore and Cuskelly, 2014), unemployed and living in poverty (Emerson 
et al., 2021; Giri et al., 2021), often in poor quality housing, receiving poor quality health 
care (Palomba et al., 2020) and experiencing a mortality rate four times higher than 
those in the general population when matched on age and gender; outcomes 
exacerbated when it is noted that people with learning disabilities are six times more 
likely to die from Covid-19 than their non-disabled peer group 

































































Most adults with learning disabilities live with their families such that these 
circumstances and experiences are likely to impact upon their carers by association. 
It is well documented (e.g., Greenwood et al., 2019; Longacre et al., 2017) that carers 
tend to work in part-time, low paid, often insecure jobs on minimum wage, as that may 
be the only employment that fits around their caring responsibilities (Bom et al., 2019).  
The huge growth in the demographic of older parent-carers (many of whom will be 
unknown to services) is likely to mean an increase in the number of people without 
savings or future pension prospects. Research indicates that many carers continue to 
feel invisible and ignored without due recognition of the important role they perform 
both within their family and within society at large (Bauer and Sousa-Poza, 2015; Gant, 
2018).
My earlier research (Gant, 2010) identified how older carers often defined their 
situations as typified by the stress of both caregiving and that engendered by 
expectations regarding reciprocity - knowing that they themselves needed to be cared 
for, at times by the person they were caring for. The Care Act 2014 is significant here, 
as for the first time ever the principle of ’parity of esteem’ placed service users and 
carers on the same level (Larkin et al., 2020). Reciprocity and mutuality are common 
dimensions of older carer relationships (Perkins and Haley, 2013), and care giving is 
not solely the province of older carers - adults with learning disabilities can and do 
provide care to their older parents. This is significant, particularly for health and social 
care practitioners who carry out assessments under the Care Act 2014. It raises the 
interesting question of how many carers’ needs assessments are offered to or 
requested by adults with learning disabilities – those usually seen as the recipients of 
care, when in fact they may also be providing care and support to their carers. 
Care comes in many forms and emotional care, such as ‘keeping company’ and 
‘feeling responsible for’ may be as significant in many instances as physical tending. 
One of the features that distinguishes older carers from their younger counterparts is 
the extended duration of caregiving, which means that for many families their own lives 
cannot be separated from that of their son or daughter. Thus, an atypical social model 
develops, with parents seeing themselves not as a couple, but as part of a threesome 
(Wertheimer, 1981).
Caregiving takes place within family relationships, the lives of all parties becoming 
entwined and interdependent with reciprocity of care, both emotional and practical, as 
well as a joint financial base becoming the norm (Gant, 2018). Financial benefits and 
policies allied to the welfare system tend to take a dichotomous approach, requiring 
the construction of one person as ‘the carer’ and one person as ‘the cared for’. As well 
as the wider implications of this approach, there are specific implications for all 
concerned, particularly if an adult with a learning disability expresses a desire to move 
on towards independence. Carers may be so dependent on the ‘household’ income 
that they are unable to survive financially without it. Despite the ‘whole family approach’ 
(Gant, 2017) endorsed by the Care Act (2014), professionals may still be unaware of 
the potential for existence of a reciprocal caring arrangement between adults with 
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learning disabilities and their older relatives and the means by which change can be 
effected in the balance of their relationships. Skills in facilitating and recording an 
individual’s articulation of their needs, as well as up-to-date knowledge are essential 
components for professionals in ensuring a successful assessment (Gant and Bates, 
2019).
Clearly, within ‘older’ families, any action has a reaction and changes that affect one 
member of the family have an impact on others.  In many families where it appears 
that the older person is the caregiver, a much sharper focus is needed on the complex 
subtleties that may be at play in terms of who is doing the caring for whom, when, 
where and how. The scenario of parent-care-giver and adult-care-recipient is not 
exclusive and it is important to recognise that the needs of all parties in the relationship 
must be considered both individually and as part of a dynamic, relational system when 
planning for the future.  The issue of reciprocity within the nexus of the family structure 
has the potential to be easily overlooked, particularly given the interlocking nature of 
this feature with other issues (Gant, 2018). The clear presence of reciprocity of care 
within broader family relationships may often be one of the most sizable barriers to 
planning for the future (Bowey and McGlaughlin, 2007). 
Despite several decades of research into the experiences of older carers of adults with 
learning disabilities, there has been little in the way of practical action that has had a 
demonstrable impact despite the general consensus that ‘something needs to be 
done’. Whilst piecemeal advances and local policies have provided short-term 
solutions, and excellent projects and pieces of work throughout the UK to support 
family caregivers exist and have a demonstrable effect, these are often poorly funded, 
reliant on the enthusiasm and interest of small groups of people and unlikely to produce 
sustained change.
This commentary has noted the increased potential and likelihood of reciprocal care 
within the context of older carers of adults with a learning disability and noted how 
carers’ needs assessments should routinely be offered to all carers within the 
relationship, thus calling for a refocusing of assessment practices under the Care Act 
2014. Rachel Forrester-Jones’ paper highlights the struggles of older carers of adults 
with learning disabilities as well as some of the issues faced in relation to assessment 
under the Care Act 2014.  These findings need to be taken seriously by local authorities 
so as to deliver a cohesive, holistic and truly needs-led response to support this group 
of carers. 
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